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Abstract

Self-determination is a human right that people with profound intellectual and multi-
ple disabilities (PIMD) risk not being granted. Exploration of such topics and research
in general has traditionally not included people with PIMD as sources of knowledge;
rather, the perspective of others has been sought. Ethnographic methods highlight-
ing descriptions of lived experience have been argued as a way of including such
individuals, producing knowledge building on the person's perspective. Exploring
the human right to be self-determined through ethnographic approaches can bring
novel ways of understanding the concept, both about how to listen and learn from
such experiences, and about implications for understanding self-determination. All
people have the potential for self-determination, by being understood through em-
bodied communication in caring relationships. By fostering relations with people

with PIMD in sensitive, ethical ways, and addressing their profound dependency,

People with profound intellectual and multiple disabilities
(PIMD) have traditionally been excluded from research,
being regarded as too challenging to include." There is thus
a scarce knowledge base that includes people with PIMD.?
Several methodological challenges have affected progress
in the field,? including issues related to informed consent.”
Research has been based primarily on the views of sig-
nificant others, for example staff or family.” Such studies
provide valuable contributions, but the field still lacks the
perspective of the very individuals it studies. There are ex-
ceptions, though, and a body of articles that are grounded
more explicitly in the lives of people with PIMD will be pre-
sented in this review. These articles aim to make the person
‘more than just the object of the researcher's gaze’.” These
people are not able to verbalize views in formal ways, ne-
cessitating a more indirect way to portray their perspective.
This might be done by description of their lived life through

their self-determination can be realized.

a researcher or a significant other's close details. Although
recognizing that this involves elements of interpretation
through the person writing or giving the description, and
where the individual with PIMD cannot validate with verbal
words, such efforts might be of value. It has been argued that
ethnographic methods are suitable for this.® Ethnographies
can be conducted in many ways, including the use of, for ex-
ample, observations and interviews. Common for different
approaches is the aim of giving voice to people in their own
local context, often relying on ‘thick’ descriptions of events.”
It is important to keep an open mind about the people under
study. For those with PIMD, ethnographic approaches, par-
ticularly through close observations, might thus contribute
to knowledge that might otherwise be left unknown.
Self-determination is a human right highlighted in the
Convention on the Rights of Persons with Disabilities,®
which calls for the respect of inherent dignity and individual

Abbreviation: PIMD, profound intellectual and multiple disabilities.
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autonomy of all people. Practice, however, shows that people
with disabilities — especially those who are profoundly de-
pendent - risk not having this right respected.” People with
PIMD are a heterogenous group, but they share some com-
mon traits, including little or no apparent understanding of
verbal language, almost no ability for self-support, and an
array of sensory impairments.'” The lives of people with
PIMD are marked by profound dependency.

Within Western philosophy, rationality has often been
linked to moral worth, thus leading to the disqualification
of claims of self-determination of people with cognitive im-
pairment.'’ Even in a more ordinary understanding, people
with PIMD have been devalued and assumed unable to ex-
perience self-determination.'” This assumption is linked to
self-determination traditionally being equated with indepen-
dent choice-making."® The concept's history within disability,
emerging from the 1990s, has emphasized a causal agent mak-
ing choices." The disability movement has striven to enhance
independence and allow people to be agents in their own lives,
counteracting paternalistic services."” In line with this, stud-
ies have also examined the potential for independence among
people with the most profound needs, for example through
the use of different technological devices'® or making choices
through preference assessments."” However, it might be ar-
gued that viewing self-determination as solely independent
choice-making risks overlooking the full potential of people
with a profound need for support.'® This review suggests a
more inclusive and broader view of self-determination, ad-
dressing the topic through arguments grounded on the possi-
ble perspective of the people with PIMD.

The inclusion of people with PIMD in research involves
methodological challenges that will be reflected upon. Two
issues are particularly prominent: how the life of the person
with PIMD is depicted through ethnographic descriptions,
and how these contribute to further ethical and philosoph-
ical reflections upon the topic of self-determination. These
two concerns, moving from real-life narrations towards
a more ethical and philosophical domain, suggest ways of
learning from people with PIMD about self-determination.
This research contributes to the knowledge base on self-
determination, which is significant for clinicians working
closely with people with PIMD; moreover, while such re-
search is difficult, it may inspire future research to address
this perspective. This somewhat unexplored approach may
broaden understandings and highlight conditions for listen-
ing to and learning from people with PIMD. The rationale
of the included articles is that to be able to say anything on
the topic of self-determination for people with PIMD - or
other topics, for that matter — the person concerned must be
consulted.

METHOD

Guiding points from Ferrari'® were applied when perform-
ing the review. Even though this was not a systematic re-
view, a search was made in EBSCO and Scopus databases,

What this paper adds

o Attentive engagement with people with lived ex-
perience of profound intellectual and multiple
disabilities can inform both researchers and cli-
nicians on self-determination.

o Through real-life descriptions, self-determination
is demonstrated to move beyond independence
and choice-making.

scoping the target group of people with PIMD and the topic
of self-determination, delimited to peer-reviewed articles
from 2000 until January 2022. This broad search generated
a total of 658 articles. Adding the criterion of ethnographic
approaches, reviewing the abstracts for an explicit focus on
self-determination generated a very scarce body of literature
(n = 3). Therefore, a broadened, implicit engagement with
self-determination was included, searching for articles that
explored how to obtain the perspectives of people with PIMD,
or applying the intertwined concepts of agency, personhood,
or citizenship (Figure S1). These approaches are connected
to understanding a person and that person's preferences —
a necessary precondition for self-determination. The three
main inclusion criteria - relating to people with PIMD,
having a broad focus on the topic of self-determination,
and using an ethnographic approach - yielded six articles
representing some form of ethnographic material involving
close observation.”*** Two more articles were included,*®*’
although they did not follow the strict design of an empiri-
cal study but rather offered philosophical reflections upon
themes closely linked to self-determination. These articles
were included because their arguments were grounded in
detailed descriptions of the lives of people with PIMD pro-
vided by their parents, much like ethnographic descriptions.
As such, all eight included articles represent attempts to in-
clude people with PIMD through real-life descriptions in
ways that make them sources of knowledge (Table 1).”

Articles were excluded if descriptions of the participants
clearly indicated a higher level of functioning than that of
people with PIMD, for example through the use of verbal
speech. Articles were also excluded if data were primarily
based on the perspective of others, such as interviews or
surveys with staff or parents where close descriptions of
lived experiences of the person with PIMD did not consti-
tute the data material. Studies involving description from
observations where the main aim was to measure a specific
behaviour or the effects of interventions rather than a more
open description of lived life were also excluded. Though
interesting, books based on ethnographic or other material
portraying the lives of people with PIMD®'® were excluded.
Also, empirical studies using different creative methods that
brought in the perspective of the person with PIMD through
the use of photo-voice®® but focusing on themes other than
self-determination were excluded.
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While not presuming to have covered the entire field of
knowledge, this review may still contribute by shedding light
on the field of self-determination, demonstrated through
relevant literature.

THE PARADOX

Itis an apparent paradox to do research on self-determination
that includes individuals who cannot formally consent. To
implement research involves applying ethical guidelines, and
the principle of informed consent has been positioned as the
cornerstone of research ethics. The Helsinki Declaration®
argues that if a study includes people not capable of giving
formal consent, then the benefits must outweigh the possible
harms. To include these voices can be argued to counteract
further marginalization and the silencing of people with
PIMD:

it is actually unethical to exclude persons with
PIMD from research that could provide in-
sights about their subjective experiences ... .*'

To address the paradox, formal consent is normally pro-
vided by a proxy, although studies also apply sensitive ways
of assessing a person's ongoing approval of research activ-
ities to evaluate possible harms. These might, for example,
involve the researcher developing an understanding of the
person-specific way of being and communicating, and
collaborating closely with people who know them well.?!
With this background knowledge, researchers can pay at-
tention to whether the participant seems comfortable with
the researcher's presence, checking their understanding of
the person's responses with caregivers, and preparing to
withdraw if it is deemed that participants are disturbed.*®
These suggestions demonstrate more holistic approaches
to informed consent, focusing on the well-being of the
participants.” The ethical demands on the researcher are
great, and thorough reflection upon what situations to par-
take in is of upmost importance, balancing the value that
a close description of a person's daily life might bring with
respect for that person's privacy.”*>** The aim is to bring
understanding about these lives, but in non-intrusive and
respectful ways.

METHODOLOGICAL AND
EPISTEMOLOGICAL IMPLICATIONS

To be able to present ‘thick” descriptions, it is important to
build trust and understanding of the person's distinct way
of communication. This will often necessitate the researcher
following a few people closely, rather than many. Typically,
people with PIMD use pre-symbolic, embodied communi-
cation, which requires a broadened view of meaning to grasp
their intentions:

communication have [sic] to be viewed as being
possible in all behaviour, not merely conven-
tional forms of symbolic communication.”

The richness of embodied communication might, for ex-
ample, be portrayed through the use of vignettes, offering
‘thick’ descriptive pieces. For example, the following excerpt
describing a situation with Sam, a young person with PIMD,
demonstrates this:

Sam is sitting on the carpet, leaning on several
children, they are talking to each other and
Sam appears to be listening, his mouth is open,
his eyes are rolled back to the top left and his
‘good ear’ is facing in the direction of the con-
versation. He appears to be concentrating.22

However, even though we aim to stay close to what can
be observed, there is often a need to supplement with in-
terpretations, to suggest what bodies are communicating.
Observational data might thus be supplemented with inter-
views with family or staff who know the person well, recogniz-
ing the researcher’s limited possibilities of grasping the person's
meaning.’**"**® In this lies an epistemological assumption
of knowledge as being co-constructed, where the perspec-
tive of the person with PIMD must always rely on mediation.
Mediation in the Vygotskian® sense emphasizes the support
needed to establish relations between the person and the world,
a condition of being for a person with PIMD.*

Even though the literature is based on an optimistic view
of including people with PIMD, the uncertainty embedded
in such efforts is still recognized:

Despite the experience we gained during the
fieldwork of our participants' means of com-
munication, our interpretations remained par-
tial and situational ... .*'

The literature calls for sensitivity about validity questions,
being cautious not to favour the researcher's or one of the
significant other's interpretations, but rather to explore un-
derstanding through plural voices. Further, communication
might have different significance in different settings, thus ne-
cessitating rich contextualization.”

SELF-DETERMINATION
UNFOLDED THROUGH
ETHNOGRAPHIC DESCRIPTIONS

The literature provides a rich material of the life of peo-
ple with PIMD, through which different suggestions of
self-determination might be given. For instance, there is
a description of a young female's close interaction with a
professional carer and what was understood as being met
on a need to experience proximity in a stressful situation,*
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as well as a rich description of a male being met and under-
stood about his rejection of a certain form of training.**
Another example might be this description provided by a
parent:

Inaaya has her own way of communicating.
When she's happy she blows raspberries, and
she communicates a lot with her feet and hands:
when she's excited she will kick her feet, and
when content she leans against me.”

The examples portray how non-verbal embodied communi-
cation is interpreted as demonstrating the person's preferences
and self-determined will. These can also be communicated
through what one does not like:

He’s communicating that he doesn't like change
through that behaviour, you know the hum-
ming and gauging. Have you seen him put his
hand in his mouth, you know the flapping?
That happens when we change something.*

These descriptions focus on understanding idiosyncratic
communication and learning to appreciate the richness of ex-
pressions that bodies retain in the absence of verbal language.”"
Inherent in these are also a focus upon the ‘other’, thus high-
lighting the relational aspect:

The role of supporters within this dynamic is
to respond to this expression of will and pref-
erence by acknowledging, interpreting and re-
sponding to it.”

PHILOSOPHICAL AND
ETHICAL REASONING

Implicit in the aim of understanding and supporting a per-
son towards self-determination is a view that people with
PIMD have moral values and should be treated as such, thus
counteracting perspectives that these are people with lower
moral worth."" This might be grounded on human rights:

Although that approach towards broadening
the idea of self-determination poses signifi-
cant risks, it follows from strict obligations to
human rights.”

One of the included articles, by Kittay,”® argues for the
personhood of people with PIMD, stating that rationality as
the ultimate human trait has failed, and that it is rather our
relational coexistence that moral worth is grounded on. The
literature argues that recognizing the human condition of de-
pendency should not thereby dismiss moral value, but rather
recognize that humans are interdependent and embodied.*"**
Relationships marked by such dependency are still embedded
with reciprocity:

Inaaya is still a child, still a child, and as much
a person as you and me ... I look at how beau-
tiful her eyes are, her eyelashes are, how her
hands are, how she feels my arm or leans back
on me - that's her way of giving, her way of
reciprocating.27

Following from this is a perspective that challenges knowl-
edge as individualistic, instead viewing meaning as co-
constructed>* through trusting relationships*' and a broad
interpretation of communication.

... understanding about individuals' modes of
communication and preferences concerning in-
teraction can only be built over time, through
sustained presence and participation in their
lives.”!

Boahen?® points to the ethical value of highlighting
the strengths and capabilities people with PIMD pos-
sess, a perspective sometimes missing when classifying
such individuals in deficient terms. The two philosoph-
ical articles”® *’ suggest that essential assumptions about
human dependency of people with PIMD are relevant to
all people.

LEARNING FROM THE PEOPLE
WITH PIMD

Through the examples of real-life cases merging with cer-
tain philosophical and ethical views, knowledge relevant to
self-determination is extracted, both about how to listen and
learn from individuals' experiences and about what these
add to our understanding of self-determination.

The first perspective, how to listen and learn, involves
recognizing the condition of mediating support that hall-
marks the lives of people with PIMD,* inviting both re-
searchers and practitioners to be modest about what they
can understand and urging them to reflect upon validity
issues when aiming to grasp the embodied life of another.
The necessary interpretation is imbued with uncertainty
and ambiguity, and despite being close to another's life
through ethnographic endeavours, the potential for mis-
interpretations is extensive. With this in mind, researchers
may still propose suggested understandings, but in ways
sensitive to what unfolds from that individual's lived ex-
perience. Giving room for ethnographic description rather
than definitive conclusions may be fruitful. It may also be
rewarding to accept the possible questions that might not
be disclosed, allowing space to ponder the descriptions
of the life of the person with PIMD. Another implication
of mediation is viewing meaning as something that can
emerge as co-constructed. Although one could argue for
the importance of letting a person demonstrate opinions
in individual, independent ways, for example through
the use of different technical devices, the ethnographies
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in this review demonstrate how meaning occurs through
intimate interactions, marked by negotiations and part-
nership. In these encounters, the person with PIMD calls
us — not just researchers but also professionals providing
services — to act in sensitive, ethical ways, paying attention
to the person's embodied, unique communication.

Regarding the second perspective, the issue of self-
determination, the main message is that all people have
the potential for self-determination. This point is demon-
strated by advancing the concept. Through the condition
of dependency, the descriptions of lived life demonstrate
moments of self-determination, namely living a life ac-
cording to one's own preferences, through sensitive re-
lations with others. These real-life descriptions call
for approaching self-determination as more than mere
choice-making, viewing it instead as a continuous pro-
cess of being understood.?”*>*” This process involves
a great responsibility on the part of the professional in
enhancing self-determination,** thus emphasizing a del-
icate dynamic: all situations that might lead to the per-
son experiencing congruence might also lead to ignoring
or overlooking that potential.>>** The encounters with
people with PIMD suggest certain essentials of this rela-
tionship, wherein fostering self-determination demands
relational and communicative sensitivity. The literature
argues for the importance of supporter responsiveness
and relational closeness,”” as well as for the importance
of recognizing the embedded imbalance in the relation-
ship.”! When it comes to communication, the literature
demonstrates how an embodied sensitivity is necessary to
fully appreciate a broadened view of how meaning can be
displayed.”' ™

CONCLUSION

Different perspectives enhance our understanding of lives
that, for many, are hidden and marginalized. Ethnographic
descriptions further inform philosophical and ethical un-
derstanding, offering insights, both for future research and
for clinicians working with people with PIMD. Specifically,
it is important to develop sensitivity to listen to and learn
from embodied ways of being. Encounters with people with
PIMD invite us to understand both human rights and phil-
osophical issues in new ways, calling attention to what is
missing from the person's account. Such research demands
a sensitivity to the singularity of each person. Furthermore,
the perspective of people with PIMD demonstrates the
human condition of dependency—an insight relevant for
all humans.

ACKNOWLEDGMENTS
The author has stated she had no interests that might be per-
ceived as posing a conflict or bias.

DATA AVAILABILITY STATEMENT
Data sharing not applicable - no new data generated

ORCID

Synne Nese Skarsaune

https://orcid.

org/0000-0002-8094-3652

REFERENCES

1.

10.

11.

12.

13.

17.

Nind M, Strnadova I. Changes in the lives of people with profound
intellectual and multiple disabilites. In: Nind M, Strnadova I, editors.
Belonging for people with profound intellectual and mulitple dis-
abilities Pushing the Boundaries of Inclusion. Oxon and New York:
Routledge; 2020.

. de Haas C, Grace J, Hope J, Nind M. Doing Research Inclusively:

Understanding What It Means to Do Research with and Alongside
People with Profound Intellectual Disabilities. Social Sciences.
2022;11(4):159.

Maes B, Nijs S, Vandesande S, Van keer I, Arthur Kelly M, Dind J,
et al. Looking back, looking forward: Methodological challenges and
future directions in research on persons with profound intellectual
and multiple disabilities. Journal of Applied Research in Intellectual
Disabilities. 2021;34(1):250-62.

Cluley V. Using photovoice to include people with profound and
multiple learning disabilities in inclusive research. British journal of
learning disabilities. 2017;45(1):39-46.

Talman L, Wilder J, Stier J, Gustafsson C. Staff members and man-
agers' views of the conditions for the participation of adults with
profound intellectual and multiple disabilities. ] Appl Res Intellect
Disabil. 2019;32(1):143-51.

Vehmas S, Mietola R. Narrowed Lives: Meaning, Moral Value, and
Profound Intellectual Disability. Stockholm: Stockholm University
Press; 2021.

Fetterman DM. Ethnography: step-by-step. Fourth edition. ed. Los
Angeles: SAGE; 2020.

UN. Convention on the Rights of persons with Disabilities (CRPD).
In: Disability DoEaSA, editor. 2006.

Skarstad K. Ensuring human rights for persons with intellec-
tual disabilities? The International Journal of Human Rights.
2018;22(6):774-800.

Nakken H, Vlaskamp C. A Need for a Taxonomy for Profound
Intellectual and Multiple Disabilities. Journal of Policy and Practice
in Intellectual Disabilities. 2007;4(2):83-7.

Singer P. Speciesism and Moral Status. In: Kittay EF, Carlson L,
editors. Cognitive disability and its challenge to moral philosophy.
Chichester: Wiley-Blackwell; 2010.

Voss H, Loxton A, Anderson J, Watson J. ‘It was one of those com-
plicated cases health practitioners' perspectives and practices of
providing end-of-life care for people with profound intellectual and
multiple disability. BMC Palliative Care. 2021;20(1):177.

Young IM. Autonomy, Welfare Reform, and Meaningful Work. In:
Kittay EF, Feder EK, editors. The subject of care: feminist perspec-
tives on dependency. Lanham, MD: Rowman & Littlefield; 2002.

. Shogren KA. Self-Determination, Preference, and Choice. In:

Stancliffe R], Wehmeyer ML, Shogren KA, Abery BH, editors.
Choice, Preference, and Disability: Promoting Self-Determination
Across the Lifespan. Cham: Springer International Publishing AG;
2020.

. Kittay EF. Learning from my daughter: the value and care of disabled

minds. New York: Oxford University Press; 2019.

. Singh NN, Lancioni GE, O'Reilly MF, Molina EJ, Adkins AD, Oliva

D. Self-Determination During Mealtimes Through Microswitch
Choice-Making by an Individual with Complex Multiple Disabilities
and Profound Mental Retardation. Journal of positive behavior inter-
ventions. 2003;5(4):209-15.

Cannella-Malone HI, Sabielny LM. Preference Assessments, Choice,
and Quality of Life for People with Significant Disabilities. In:
Stancliffe R], Wehmeyer ML, Shogren KA, Abery BH, editors. Choice,
Preference, and Disability: Promoting Self-Determination Across
the Lifespan. Positive Psychology and Disability Series. 1st 2020. ed.
Cham: Springer International Publishing: Imprint: Springer; 2020.

85U8017 SUOWIWIOD SISO 8|qedt|dde aLy Aq pausenob a1e sspie YO ‘88N J0 S3|nJ oy Ariq18UIIUO AB[IAA UO (SUORIPUOD-PUR-SWBH WD A8 |IMAteIq 1 BUl|UO//:SANY) SUORIPUOD PUe SWIB | 8U} 89S *[£202/20/50] U0 ArIqITaUIUO AB|IM ‘UiESH 1N JO 3InMisu| UeIBeMION AQ £9EST UOWIP/TTTT OT/I0p/W0D A8 |imAeIq1 Ul |uo//:Sdny Wo. papeo|umod ‘T ‘€202 ‘6v.8697T


https://orcid.org/0000-0002-8094-3652
https://orcid.org/0000-0002-8094-3652
https://orcid.org/0000-0002-8094-3652

REVIEW 23
18. Watson J. Supported decision making for people with severe or pro- 26. Kittay EF. The personal is philosophical is political: a philsopher and
found intellectual disability: ‘We're all in this together, aren't we?’. mother of a cognitively disabled person sens notes from the battle-
Paper presented at the 6th Roundtable on Intellectual Disability field. Metaphilosophy. 2009;40(3/4):606-27.
Policy ‘Services and Families Working Together’, Bundoora: LaTrobe 27. Vorhaus JS. Philosophy and profound disability: learning from expe-
University, 2012. rience. Disability & Society. 2014;29(4):611-23.
19. FerrariR. Writing narrative style literature reviews. Medical Writing. 28. Boxall K, Ralph S. Research Ethics and the Use of Visual Images
2015;24(4):230-5. in Research with People with Intellectual Disability. Journal of
20. Boahen G. Researching the Mental Capacity Act 2005: reflections on Intellectual & Developmental Disability. 2009;34(1):45-54.
governance, field relationships, and ethics with an adult who did not 29. WMA. Declaration of Helsinki World Medical Association2013
consent. Ethics and social welfare. 2015;9(4):375-89. [Available from: https://www.wma.net/policies-post/wma-declaratio
21. Mietola R, Miettinen S, Vehmas S. Voiceless subjects? Research eth- n-of-helsinki-ethical-principles-for-medical-research-involving-
ics and persons with profound intellectual disabilities. International human-subjects/.
Journal of Social Research Methodology. 2017;20(3):263-74. 30. Vygotsky LS. Mind in society: Development of higher psychological
22. Simmons B, Watson D. From Individualism to Co-construction and processes. Cambridge, MA: Harvard University Press; 1978.
Back Again: Rethinking Research Methodology for Children with
Profound and Multiple Learning Disabilities. Child Care in Practice.
2015;21(1):50-66. SUPPORTING INFORMATION
23. Skarsaune SN, Hanisch HM, Gjerm.estad A. Self-Determination: The following additional material may be found online:
What can we Learn from Persons with Profound Intellectual and . . .
Multiple Disabilities? Scandinavian Journal of Disability Research Figure S1: Flow chart of literature selection process.
2021; 23: 317-27.
24. Stefinsdottir G, Bjornsdéttir K, Stefansdéttir A. Autonomy and
People with Intellectual Disabilities Who Require More Intensive How to cite this article: Skarsaune SN. Self-
Support. Scandinavian journal of disability research: SJDR. determination of people with profound intellectual
2018;20(1):162-71. ) Lo )
25. Watson ], Wilson E, Hagiliassis N. Supporting end of life decision mak- and multiple disabilities. Dev Med Child Neurol.

ing: Case studies of relational closeness in supported decision making
for people with severe or profound intellectual disability. Journal of
Applied Research in Intellectual Disabilities. 2017;30(6):1022-34.

2023;65(1):16-23. https://doi.org/10.1111/dmcn.15363

Do you know about the BPNA Distance Learning

Relevant to all paediatric consult-

programme in Paediatric Neurology?

Do | have to be in the UK to do

Unit 01

ants and paediatric trainees. The Neurogenetics

this?

whole topic has been divided into

. . (9,11 317 28 Neonatal Neurolos
12 units, each written by experts i

The course materials are delivered
via the internet so you can do this

in the field, and you can study an

Neurodevelopment & Neuropsychiatry

anywhere in the world. We have

individual unit or the whole

course from anywhere in the

(94T AN Central Motor Deficits

paediatricians and paediatric neu-
rology trainees enrolled in the

world via the internet. The con-
tent extends beyond what can be
found in textbooks and is tailored
to the needs of the practising
clinician. It’s also enjoyable!

Epilepsy

5 | MNeuromuscular Disorders

Cerebrovascular disease, trauma and coma

course from over 70 countries
worldwide. If we have students or
tutors in your country we can ask
them to contact you if you wish.

How long does it take? L

Inflammation & Infection of the CNS

You can apply to start a Unit at any-

There is no specific start date for

Metabolic, nutritional & systemic disease

time. Unit O is provided free when
you register for any other unit.

units and there is no time limit to

complete. Each unit take about RULRCR Vision & Hearing

If you have any questions, please

48 hours work in total (about 3

[0/ | & i B Neuro-oncology

email DLadmin@bpna.org.uk or
telephone +44 (0)1204 526002.

months if you do 4 hours or so

[V, &I Headache

per week).

Visit the BPNA website: www.bpna.org.uk

5UBD1] SUOWIWOD BAIERI0 3|eotidde U} Aq PaUBACB 9.8 DI YO ‘38N JO'SBINI 10} ARIGITBUIIUO /B]IM UO (SUOIIPUCO-PUE-SWLBYWI0D™ /B |1 ARG IPUIIUO//SANU) SUOIIPUOD PUE SIS | 84} 39S *[£202/20/50] U ARIqITaUIluO AB1IM ‘UNESH 91aNd JO INISu| UeiBeMION A E98ST UDWP/TTTT OT/I0PALICO" A |1 AJeiq]|[pu|uo//:Scy Woay popeojumoq ‘T ‘€202 ‘672869vT


https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
https://doi.org/10.1111/dmcn.15363

	Self-­determination of people with profound intellectual and multiple disabilities
	Abstract
	METHOD
	THE PARADOX
	METHODOLOGICAL AND EPISTEMOLOGICAL IMPLICATIONS
	SELF-­DETERMINATION UNFOLDED THROUGH ETHNOGRAPHIC DESCRIPTIONS
	PHILOSOPHICAL AND ETHICAL REASONING
	LEARNING FROM THE PEOPLE WITH PIMD
	CONCLUSION
	ACKNOWLEDGMENTS
	DATA AVAILABILITY STATEMENT

	REFERENCES


